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Patient and public involvement in emergency care research
Patients participate in emergency care research and are the intended beneficiaries of research findings. The public provide substantial funding for research through taxation and charitable donations. If we doing research to benefit patients and the public are funding the research then patients and the public should be involved in the planning, prioritisation, design, conduct and oversight of research, yet patient and public involvement (or more simply, public involvement, since patients are also members of the public) has only recently developed in emergency care research. In this article we describe what public involvement is and how it can help emergency care research. We use the development of a pioneering public involvement group in emergency care, the Sheffield Emergency Care Forum, to provide insights into the potential and challenges of public involvement in emergency care research.
What is public involvement and why is it important?
Public involvement in research is defined . [1] Examples include members of the public identifying research priorities, acting as members of a project advisory or steering group, developing patient information leaflets or other research materials, or undertaking the research. It is distinct from public participation in research, where people take part as subjects of a research study, and public engagement, where information and knowledge about research is disseminated to the public.
Three levels of public involvement are defined as (1) consultation, where researchers seek the views of patients and members of the public about various aspects of the research, (2) collaborative, where an ongoing partnership is created between researchers and the patient group through the research, -, where the public design and undertake the research. [1] These levels are not fixed and public involvement may develop from consultation to collaboration and then usercontrol.
Public involvement in research probably started in the United States (US) in the 1970s, where Rose
Kusher, a freelance writer who had breast cancer, wrote a book based on a thorough review of evidence of the effects of radical mastectomy and helped inspire the work of the US National Breast Cancer Coalition. [2] Public involvement is now recognised internationally and across all specialties.
In the United Kingdom (UK) it is Department of Health policy for patients and members of the public to be involved at every stage of the research process wherever possible. In 1996 the UK National 
The Sheffield Emergency Care Forum
The Sheffield Emergency Care Forum is a public involvement group that represents patients and the public in emergency care research in Sheffield and across the UK. It has 16 members and holds quarterly meetings to discuss new research proposals and review ongoing research. It has provided public involvement for a number of major evaluations in emergency care in the UK and provides advice to medical students undertaking research degrees and PhD students. It also provides opportunities for medical students and ambulance service personnel to learn about public involvement.
Development
The The founding members of Sheffield Emergency Care Forum were a health service research assistant who was nearing retirement and a retired primary school science coordinator. They were already involved as public contributors to health care organisations when emergency care researchers in
Sheffield asked them to provide public involvement to their projects. More recent members have been recruited because they, their partners or other family members had received emergency care
and they wanted to contribute to research aimed at improving emergency care. In many cases the forum member was a woman whose husband needed emergency care and their interest grew out of their role as a carer. As a consequence, the forum has a large number of women who are retired or working part-time. Table 1 summarises the main projects that the Forum has been involved in and shows how the role of the group has developed. Public involvement was initially mainly limited to reviewing patient or public facing research materials and participating in a steering or advisory committee. It has increased over time and now includes active involvement in the design of the research, involvement in project management groups, co-design and co-facilitation of research events, involvement in analysis and interpretation of findings, and dissemination of research findings to the public.
Recognition of the role of public representatives has also increased. Initially public representatives were acknowledged in reports or included in group authorship as members of a steering or advisory committee. Increasingly they are being recognised as co-authors of publications and co-presenters at conferences.
The Forum now has a website with information about the projects undertaken and top tips for researchers (www.secf.org.uk). It has hosted public meetings to disseminate the findings of projects and discuss general issues in emergency care research. It has also supported the development of research careers by providing advice to medical students, doctoral students and researchers undertaking educational projects.
What does the Forum offer?
Box 2 outlines the services provided by the Forum. Many of the services are provided in response to specific requests from researchers but the Forum is now actively engaged in promoting research in emergency care and developing research ideas. The main aims of the Forum are to improve the provision of emergency care, to provide a patient perspective and to look after the interests of patients during the research process. These aims are achieved by motivated and experienced members providing the services outlined.
Boxes 3 and 4 describe two case studies. These show how public involvement through the Forum helped to deliver major research projects.
Challenges
The Forum has faced a number of challenges:  Freedom of expression: Public representatives need to be independent of researchers and the interventions or services they are evaluating. They expect to be able to express their opinions of research, health care and health services. This could be problematic if researchers were unwilling to accept criticism or organisations were concerned about bad publicity.
The Future
Having been successfully established the Forum now faces the challenge of ensuring that it is sustainable. This will require new members joining the group and existing members taking active roles in running of the group. Funding will be required to ensure members are not left out of pocket, which in turn requires the Forum to continue to be involved in successful funding applications.
Training will be required to ensure new and existing members continue to find involvement fulfilling and worthwhile. The most important requirement, however, is likely to be an emergency care research community that values and respects the role of patient and public representatives, and recognises the importance of public involvement in research.
The future of public involvement in emergency care research
The development of the Sheffield Emergency Care Forum reflects increasing public involvement in emergency care research. Similar groups are being developed at other research centres in the UK, 
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No specific funding was used to support writing this paper  Gave a service user presentation to a national conference on emergency admissions Involvement in EASy went beyond the advisory role and involved delivery of the study, drawing conclusions and disseminating findings. This required different members of the Forum to take on different roles. One member became part of the research team (joining the project management group, co-authoring papers, disseminating findings), while another remained independent as a member of the study advisory group.
Box 4: Public involvement in PhOEBE (Pre-hospital Outcomes for Evidence Based Evaluation)
The PhOEBE project is a five year research programme which aims to develop new ways of measuring the quality, performance and impact of pre-hospital care provided by ambulance services. Public representatives were involved with the initial study design and were co-applicants on the funding application. A patient and public reference group was created at the outset to independently consider relevant issues and advise the research team. The public and patient reference group has three patient representatives; two from the Sheffield Emergency Care Forum and an expert patient advisor.
Members of Sheffield Emergency Care Forum (as part of the reference group):
 Commented and advised upon the initial proposal and ethical issues  Joined the project management group  Joined the study steering committee  Co-designed and co-facilitated a patient and public consensus event  Co-designed a study poster -published conference abstract [21]  Co-authored a paper from the study (submitted)  Wrote a plain language summary of the study findings  Gave a service user poster presentation to a national conference Involvement in the PhOEBE programme went beyond consultation and collaboration towards partially user-lead public involvement. The reference group worked with the research team to codesign an event to obtain public feedback on complex, little known aspects of ambulance service performance measurement. This required public representatives to use their own networks to recruit wider public particip summaries of the performance measures. Public representatives co-facilitated small group discussions helping participants understand and engage in the event. The co-designed public event demonstrated the public representatives design, facilitation and dissemination activities.
